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healthcare that minimises treatment 
burden and maximises patient capacity? 
A qualitative study of stroke health 
professional perspectives
John Kyle, Dimitris Skleparis, Frances S Mair, Katie I Gallacher 
Strengths and limitations of this study
 ► Interviews with 21 healthcare professionals and 
managers across the stroke patient journey.
 ► Recruitment, data collection and analysis were con-
ducted as an iterative process with arising themes 
prompting recruitment of certain types of health pro-
fessional and interview questions.
 ► Rigorous thematic analysis was conducted, drawing 
on both inductive (i.e. data- driven) and deductive 
(i.e. based on pre- conceived ideas) approaches, 
until data saturation reached. Double coding of a 
subset of interviews and coding clinics enhanced 
reliability.
 ► Due to the nature of qualitative research, find-
ings should be considered as explorative and not 
definitive.
AbStrACt
Objectives Treatment burden is the healthcare workload 
experienced by individuals with long- term conditions and 
the impact on well- being. Excessive treatment burden 
can negatively affect quality- of- life and adherence to 
treatments. Patient capacity is the ability of an individual 
to manage their life and health problems and is dependent 
on a variety of physical, psychological and social factors. 
Previous work has suggested that stroke survivors 
experience considerable treatment burden and limitations 
on their capacity to manage their health. We aimed to 
examine the potential barriers and enablers to minimising 
treatment burden and maximising patient capacity faced 
by health professionals and managers providing care to 
those affected by stroke.
Setting Primary and secondary care stroke services in a 
single health board area in Scotland.
Participants Face- to- face qualitative interviews with 
21 participants including stroke consultants, nurses, 
physiotherapists, occupational therapists, speech and 
language therapists, psychologists, general practitioners 
and health- service managers.
Outcome measures Data were analysed using thematic 
analysis to ascertain any factors that influence the 
provision of low- burden healthcare.
results Barriers and facilitators to the provision 
of healthcare that minimises treatment burden and 
maximises patient capacity were reported under 
five themes: healthcare system structure (e.g. care 
coordination and autonomous working); resources (e.g. 
availability of ward nurses and community psychologists); 
knowledge and awareness (e.g. adequate time and 
materials for optimal information delivery); availability 
of social care (e.g. waiting times for home adaptations 
or extra social support) and patient complexity (e.g. 
multimorbidity).
Conclusions Our findings have important implications for 
the design and implementation of stroke care pathways, 
emphasising the importance of removing barriers to health 
professional provision of person- centred care. This work 
can inform the design of interventions aimed at nurturing 
autonomous working by health professionals, improving 
communication and care coordination or ensuring 
availability of a named person throughout the patient 
journey.
IntrOduCtIOn
There is growing interest in exploring and 
measuring the workload of health manage-
ment experienced by people living with 
long- term conditions. The term ‘treatment 
burden’ defines the workload of healthcare 
and its effects on a person’s well- being.1–3 Clin-
ical guideline bodies have emphasised the 
importance of treatment burden in recently 
published guidelines.4 Excessive treatment 
burden is likely to negatively affect quality- of- 
life and adherence to treatments.5 6 Burden 
of Treatment Theory is a formal theory that 
models the relationship between patients, 
their social networks and healthcare services.2 
Non- adherence may arise if workload 
outweighs a person and their wider support 
network’s ability to manage their health, 
defined as patient capacity. Patient capacity 
is dependent on a variety of personal, phys-
ical, psychological, environmental and social 
factors such as frailty, health literacy, socio-
economic status, location, social support and 
cognitive functioning.2 7 The design and implementation 
of clinical guidelines and the configuration of health 
services are thought to influence treatment burden and 
capacity to manage health issues.2 7 8 For example, over 
investigation, poor coordination between specialities or 
healthcare that is difficult to access may cause difficulties 
for service users and lead to them feeling overburdened 
by health management demands.
Stroke is a common long- term condition in the primary 
care population.9 Stroke survivors are at risk of high levels 
of treatment burden due to the intensity and longevity 
of treatments plus stroke can influence patient capacity, 
for example, through effects on physical ability, cogni-
tion and mood.8 10 11 Additionally, stroke survivors often 
experience multimorbidity (two or more long- standing 
health conditions) and so have additional treatment 
work related to additional long- term conditions.12 Stroke 
survivors describe various types of treatment- related 
work including researching and understanding treat-
ments, setting goals, interacting and negotiating with 
health professionals, engaging friends and family to help 
with organisational tasks, taking medications, attending 
appointments, making lifestyle changes and monitoring 
progress in recovery.8 They report that treatment burden 
arises due to either a high volume of work, for example, 
a high number of tablets, or because of deficiencies in 
the way that care is delivered, for example, an unneces-
sarily complicated medication regime. Stroke survivors 
describe their transition into the community and subse-
quent longer- term care as particularly problematic, and 
this is an aspect of care that governing bodies have identi-
fied as requiring improvement.8 10
Our previous research elicited the experience of treat-
ment burden from the stroke survivor’s perspective.8 10 
To inform the development of interventions aimed at 
minimising treatment burden and maximising patient 
capacity, it is important to develop an understanding of 
the potential barriers and enablers to provision of such 
healthcare. This has been an under- researched topic 
to date. Our aim was to examine the potential barriers 
and enablers to minimising treatment burden and maxi-
mising patient capacity as viewed by stroke care managers 
and health professionals.
MethOdS
A Research Advisory Group consisting of stroke survivors 
and health professionals was involved throughout the 
design, undertaking and reporting of this study.
recruitment of participants
A combination of convenience and purposive sampling 
was used to select participants involved in the planning, 
management or delivery of healthcare to stroke survi-
vors in one area of Scotland (NHS Greater Glasgow and 
Clyde Health Board). For inclusion, participants had to 
have worked within a relevant role in the past 5 years, 
be able to provide informed consent and be able to 
participate in a face- to- face interview. Initially potential 
participants were identified via their participation in the 
Scottish National Advisory Committee for Stroke, the 
Glasgow Stroke Managed Clinical Network, the Scot-
tish Stroke Nurses Forum and the Scottish Stroke Allied 
Health Professional Forum. Potential participants were 
then contacted via email and those who expressed an 
interest were screened via telephone to ensure they met 
our inclusion criteria. During recruitment we continually 
monitored participant roles to ensure a balanced variety 
of healthcare professionals from throughout the stroke 
survivor journey were included. Analysis and recruit-
ment were conducted as an iterative process with arising 
themes prompting recruitment of certain types of health 
professional. For example, our finding that psychology 
resources were limited prompted recruitment of a stroke 
psychologist.
data collection
Semi- structured face- to- face qualitative interviews lasting 
approximately 30–60 min were conducted by an academic 
General Practitioner (GP) (JK) between January and 
July 2018. The participant information sheet, interview 
schedule and consent forms are available in online supple-
mentary appendices 1–3. The interview schedule was 
underpinned by our conceptual model and taxonomy of 
stroke survivor treatment burden from previous work8 10 
and by Burden of Treatment Theory.2 Interviews were 
digitally recorded and transcribed verbatim. No further 
interviews were conducted once data saturation had been 
reached, that is, no new themes arose during analysis.
data analysis
Data were analysed using thematic analysis; a method 
for searching, identifying and analysing patterns of 
meaning or themes, in a dataset.13 14 Thematic analysis 
has six phases: familiarisation with data, generating initial 
codes, searching for themes, reviewing themes, defining 
and naming themes, and producing the report.13 In our 
data analysis we followed a hybrid approach of quali-
tative methods of thematic analysis, drawing on both 
inductive (i.e. data- driven) and deductive (i.e. based on 
pre- conceived ideas) approaches. This was an iterative 
and reflexive process with the data collection and anal-
ysis being conducted concurrently. Indeed, we chose 
thematic analysis among other qualitative methods for its 
flexibility, while we position our study within the social 
constructionist epistemological tradition, according to 
which patterns of meaning and experience are socially 
produced and reproduced.13
As a first step, 18 broad thematic categories (nodes) 
were deductively generated and formed the code manual 
which can be found in online supplementary appendix 
4. Each node contained two subcategories (subnodes):
‘facilitators’ and ‘barriers’ and then a third subcategory 
‘improvements’ was added inductively during analysis due 
to participants commonly suggesting potential improve-
ments to services. The second step involved the testing of 
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the reliability of the coding template. A researcher (DS) 
with considerable experience of qualitative data analysis 
but not of health- related research coded all transcripts. 
NVivo software was used to aid this process. Then four 
transcripts were also coded independently by another 
author (JK), an academic GP who had some prior 
knowledge about the topic being researched through 
his clinical experience. Any differences between coding 
were discussed. No major conflicts arose. The third step 
involved the recoding of the entire dataset using NVivo 
software. Analysis of the interview transcripts at this stage 
was guided, but not limited, to the initial codes. Induc-
tive codes were assigned to parts of data that described 
a new theme observed in the text. These new codes were 
either separate from or expanded a code from the orig-
inal template. The final step focused on connecting the 
codes and identifying and clustering the main themes 
that emerged within the dataset. These broad thematic 
categories were further clustered into overarching 
themes and were assigned succinct descriptions that 
captured the essence of each theme. Coding clinics were 
also held among DS, JK, KIG and FSM to discuss coding 
and to shape overarching themes. In order to ensure 
that the final clustered themes were representative of the 
initially assigned codes, preceding stages were carefully 
scrutinised before proceeding to the interpretation of the 
coded text.
Patient and public involvement
The Research Advisory Group that guides this programme 
of research includes four stroke survivors or carers of 
stroke survivors. Their input has helped to guide the 
aims, objectives and methods of this study.
reSultS
Participant details are provided in table 1. We identified 
five overarching themes that capture the factors described 
by health professionals and health- service managers as 
influencing the minimisation of treatment burden and 
maximisation of patient capacity following a stroke. One 
key finding was that the factors identified were described 
as influential on the ability to provide person- centred 
care which in turn influenced treatment burden and 
patient capacity (see figure 1). The five themes uncov-
ered were: healthcare system structure; resources; knowl-
edge and awareness; availability of social care; and patient 
complexity. Tables 2 and 3 detail the barriers and facilita-
tors, respectively, to providing care that minimises burden 
and maximises capacity within each overarching theme. 
In the following sections, we describe and discuss perti-
nent factors that were commonly reported by participants.
healthcare system structure
Participants reported that the structure of the healthcare 
system they were operating in was hugely influential on 
their ability to provide low- burden, personalised care. 
This included the systems and processes in place to allow 
Figure 1 Areas in which treatment burden can be minimised and patient capacity can be maximised.
communication and coordination between health profes-
sionals, and to encourage autonomous working with flex-
ibility in care provision.
A key obstacle identified by most of our participants 
was the lack of standardised communication proce-
dures between and within work settings (i.e. hospital and 
community settings; primary and secondary care; health 
and social services). This issue was raised particularly by 
interviewees who work in the hospital setting, who seem 
to be in greater need of more structured communication 
procedures, for example, between health and social care:
As a consultant you are asking: has the referral been 
made, has it been received? Has someone been ap-
pointed, have we heard from them? […] We are hav-
ing to just constantly seek where we are up to on that 
process so there is no online information about where 
any of that is. It’s all communicated by telephone. It’s 
all proactive social workers who may update the ward, 
otherwise the ward is chasing that information. It's 
quite labour intensive to see where we are up to with 
things. (Participant 14)
Several interviewees, especially stroke consultants, 
reported that communication and coordination between 
health professionals can be particularly problematic in 
the discharge process:
It’s sometimes quite difficult to track down social 
workers and to get the information that you need 
from social workers and perhaps to get access to them 
at a good time for patients as well. And I think a lot 
of discharges are delayed because of difficulties with 
that side of things. (Participant 9)
Most participants highlighted the importance of 
a system that fosters good communication between 
health professionals as well as collaborative working, for 
example, regular face- to- face multidisciplinary meetings 
and case conferences in the hospital setting:
In the inpatient setting I think the multi- disciplinary 
model helps because you have then got not just a phy-
sician view of the world, you’ve got the nurses and the 
therapists talking about the person’s other limitations 
and if you have got a really good named nurse they 
will often know the sort of psychological concerns the 
person has as well. So you will get a really, a much 
more complete picture. So I think that works well 
although I was going to say it’s time consuming but 
it’s probably only you know these meetings are maybe 
only a bit over an hour a week all together for the 
stroke unit so I think that’s a big plus. (Participant 
11)
Participants also described working in an inflexible 
system where health professionals were discouraged from 
working autonomously due to rigid protocols and proce-
dures. This opinion was expressed by more senior health 
professionals (i.e. 5+ years in the job). This prevented 
the provision of individualised care as they felt unable to 
tailor care to their patient’s needs.
Table 2 Barriers to providing healthcare that minimises treatment burden and maximises patient capacity
Theme
Structure of 
healthcare system Resources
Knowledge and 
awareness of 
both patients and 
professionals
Availability of social 
care Patient complexity
Barriers Communication and 
coordination between 
health professionals: 
disjointed electronic 
systems; lack 
of standardised 
communication 
procedures yet 
rules around using 
informal avenues; poor 
coordination during 
the discharge process; 
lack of a named nurse 
that links hospital and 
community care.
Hospital: ward nurses; 
stroke- specialist 
nurses; investigations; 
therapies; rehab 
equipment; beds on 
stroke wards; rehab 
spaces; patient 
stimulation,(e.g. 
activities on the ward); 
TIA clinic staff.
Lack of timely 
and personalised 
information provision 
to stroke survivors.
Complicated financial 
support procedures: 
particularly for those of 
pre- retirement age (65).
Socio- economic 
vulnerabilities e.g. poor 
housing conditions.
Lack of autonomy 
for healthcare 
professionals: rigid 
protocols; feeling of 
disempowerment; 
inflexibility in support 
and follow- up that can 
be offered; rigid post- 
discharge readmission 
procedures.
Community: 
patient transport; 
rehab equipment; 
psychological support; 
facilities for physically 
disabled stroke 
survivors (e.g. ramps 
on buses); Community 
Stroke Team staff 
especially psychologists 
and physios.
Social care’s lack of 
awareness around 
psychological 
difficulties suffered 
after stroke.
Inconsistent or 
insufficient social 
services e.g. stroke 
clubs, home care, home 
adjustments.
Lack of self- efficacy 
e.g. lack of confidence 
in achieving goals.
Lack of GPs’ 
specialisation in post- 
stroke difficulties.
Inadequate involvement 
of social networks in the 
care of stroke survivors.
Cognitive, physical, 
psychological and 
other post- stroke 
difficulties e.g. poor 
mobility, low mood 
affecting progress.
Poor educational and 
IT literacy levels e.g. 
can limit access to 
online resources.
Multimorbidity and 
polypharmacy e.g. 
higher risk of treatment 
burden with multiple 
long- term conditions.
IT, Information Technology.
resources
Resources in both the hospital and community were 
highlighted as important. A key resource issue in the 
secondary care setting was nursing staff shortages on the 
wards. This was raised by virtually all participants working 
in the hospital setting, irrespective of their profession:
The nursing staff are short staffed, they don’t have 
two people that can walk round to the toilet so they 
use the machine called the steady to take them to the 
toilet which is a much easier, quicker way for them to 
do it but then that cuts back on that rehab potential 
so there is those kind of issues I would say but I think 
that harps back to probably the staffing issues overall. 
And having the time. I think the nurses don’t have 
time to be rehab nurses. (Participant 3)
Limited access to in- hospital investigations was high-
lighted by almost all stroke consultants, which was 
reported as delaying progress of recovery and prolonging 
hospital stays. A shortage of psychologists in the commu-
nity was also reported by almost all participants working 
in the community and this was described as having a detri-
mental impact on stroke survivors’ self- efficacy and ability 
to adjust to new disabilities or other difficulties. Despite 
shortages in the community, many participants working 
Table 3 Facilitators to providing healthcare that minimises treatment burden and maximises patient capacity
Theme
Structure of 
healthcare system Resources
Knowledge and 
awareness of 
both patients and 
professionals
Availability of social 
care Patient complexity
Facilitators Communication 
between health 
professionals: 
electronic 
communication; pre- 
existing or personal 
contacts.
Hospital: stroke 
training for 
nurses; activities 
and facilities 
available on wards; 
stroke specific 
psychological 
support; 
opportunity for 
participation in 
clinical trials.
Pharmacist visits in the 
ward to provide info to 
stroke survivors about 
medications.
Peer support for 
stroke survivors and 
carers.
Screening for 
psychological and 
cognitive difficulties at 
routine check- ups.
Collaborative 
working: regular 
multidisciplinary 
meetings; 
interdisciplinary 
collaboration, e.g. 
between different 
health professionals 
and services.
Community: 
provision of home 
adaptations for 
physical disability; 
intensive and goal- 
driven therapy.
Written information. General vitality 
programmes in the 
community.
Named keyworker 
throughout the ‘stroke 
journey’.
Stroke nurse visits in the 
ward and community.
Social network 
support e.g. friends 
and family living 
locally.
Patient self- efficacy.
Shared decision- making 
and visual aids that 
foster this.
Chest, heart and stroke 
welfare officers.
Regular medication 
reviews.
Online self- management 
tools. Dossette boxes.
‘In- house’ primary 
and secondary care 
information services.
Consultants with 
geriatric backgrounds: 
better able to deal with 
multimorbidity.
Transparency in 
services available in the 
community.
in the hospital setting praised the availability of in- house 
stroke- dedicated psychology services:
We have a strong and very healthy stroke psychology 
team in Glasgow and I think I’m really pleased with 
the extent to which that team works as part of the 
multi- disciplinary stroke service. I think it becomes 
a bit more fragmented when it goes in, when you 
come back into the community. I’m thinking about 
in an acute environment. From an acute perspective 
we have got a very good stroke/psychology team. 
(Participant 19)
Knowledge and awareness of both patients and professionals
Participants acknowledged that increasing stroke survi-
vors’ knowledge of the treatments and services available 
to them could lessen their treatment burden. They identi-
fied several factors that can hinder the successful transfer 
of information. One important obstacle identified by 
almost all stroke consultants and both health- service 
managers was the difficulty in providing person- centred 
information at the right time for the patient. For 
example, secondary care professionals described a lack 
of one- on- one time with patients and that any such time 
was limited to during the acute phase of stroke when 
retaining information may be difficult:
It would be great if there was more of a person as-
signed to you and you saw them right through the 
journey or you had a contact point who you could 
regulate input information if you needed to. I don’t 
know if it would be easy to work but that would 
probably be an ideal from a patient's point of view. 
(Participant 1)
They reported that health professionals’ knowledge was 
also important, for example, it was felt by some in the 
hospital setting that those working in social services and 
primary care may lack specialised knowledge about stroke 
recovery.
Stroke nurse, pharmacist and volunteer visits to stroke 
survivors on the ward and in the community were deemed 
to be important facilitators of increasing patients’ knowl-
edge and awareness of services:
We are fortunate here that we’ve got stroke nurse spe-
cialists who are sort of board employees and we’ve 
got two in ‘X hospital’ and one up at ‘Y hospital’ 
where our rehab unit is. All of the Greater Glasgow 
and Clyde hospitals have stroke nurse specialists and 
one of their specific roles is information provision to 
patients and their families. (Participant 15)
The existence of a written information booklet that had 
been made available by the health board called the ‘My 
Stroke booklet’ was highlighted by many participants, 
particularly stroke consultants and nurses, as a helpful 
source of information to distribute to patients. However, 
a few of the interviewees indicated a shortage of these 
booklets in their work settings.
Availability of social care
Inconsistent or insufficient provision of social services in 
the community was mentioned by more than half of the 
participants working in the community setting:
Depending on the area that the person lives in, de-
pends how quickly homecare get puts into place. So 
‘area A’ is good, ‘area B’ is not. So we have to be very 
proactive about saying to ‘area B’ come on, come on 
these people need this and they need it now but it 
might not go into place quickly. (Participant 13)
The important role of informal social networks such 
as friends and family were highlighted as very important 
following discharge into the community:
Social networks can have a very positive or a negative 
impact on patients. You know, if people are isolated 
then they might find it harder to be able to manage 
their long- term condition. But I think certainly a lot 
of the successes we see are with patients who have got 
more supportive networks. (Participant 12)
In this regard, many participants from both settings 
argued for the enhancement of social network support, 
particularly for those with weak social networks, acknowl-
edging their crucial role in the rehabilitation of stroke 
survivors.
Patient complexity
Many interviewees, particularly those working as phys-
iotherapists, highlighted that it could be challenging to 
provide suitable, individualised care to those with complex 
post- stroke cognitive, physical or psychological difficulties:
There is always a challenge getting the right infor-
mation to patients at the right time and I think with 
stroke patients that’s particularly challenging because 
of the emotional issues immediately after a stroke and 
the cognitive issues and that the language issues obvi-
ously some people can’t read information and taking 
on new information is very difficult. You are talking 
about patients with language problems, cognitive is-
sues, their life turned upside down so they’ve got all 
sorts of psychological problems. (Participant 9)
Patient self- efficacy was commonly reported by those 
working in the hospital setting as influential on how care 
was provided, for example, shared decision- making was 
easier in a patient with confidence in achieving their goals. 
Multimorbidity and polypharmacy were other challenges 
cited by several participants working in the hospital setting, 
particularly stroke consultants, due to the increased work-
load of healthcare experienced by patients with multimor-
bidity and the increased risk of treatment interactions.
For complex patients, ensuring a sense of continuity 
throughout the rehabilitation process was deemed to be 
important to minimise treatment burden. Hence, the 
majority, particularly those working as physiotherapists, 
highlighted the importance of a named stroke nurse, or 
other designated person, throughout the patient journey:
If [stroke survivors] even had somebody they could 
phone or somebody came out to their house after 
they were home and said you know, these are the 
things that might happen or […] if you have got any 
concerns or problems give us a phone. I think there 
should be regular contact, not necessarily with the 
stroke nurses in the hospital but again through health 
centres or GP surgeries or whatever they should be, 
a stroke nurse or somebody similar who can get into 
the community and just, not necessarily know every-
thing about it but be able to say this is the number 
you can call. (Participant 4)
More experienced health professionals (i.e. 10+ years 
in job) noted that in recent years the role of the stroke 
nurse has been limited to the hospital setting, with rare 
visits in the community environment. This was felt to be 
an important resource issue that has negatively impacted 
on the provision of care for complex patients.
dISCuSSIOn
Summary of findings
This is the first study to explore health professional and 
healthcare managers’ perspectives on barriers and facil-
itators to providing healthcare that is minimally burden-
some for stroke survivors while enabling their recovery. 
Five major factors were reported as being influential on 
providing low burden healthcare: healthcare system struc-
ture; resources; knowledge and awareness; availability 
of social care and patient complexity. These factors were 
reported as influencing treatment burden and patient 
capacity through impacting health professionals’ abilities to 
provide person- centred care. Person- centred care is health-
care that is tailored towards an individual’s circumstances 
and preferences, with flexibility in how care is delivered and 
Table 4 Suggested improvements per theme
Theme
Structure of 
healthcare system Resources
Knowledge and 
awareness of 
both patients and 
professionals
Availability of 
social care Patient complexity
Suggested 
improvements
Introduction of 
a named person 
to facilitate 
communication 
between services, 
e.g. ‘discharge 
coordinator’.
Investment in 
the provision of 
psychological 
support services in 
the community.
Tailored information 
provision to 
stroke survivors in 
accessible language 
and format.
Enhancement of 
social network 
support, 
particularly for 
those with weak 
social networks, 
e.g. prompt 
support group 
referral.
Routine patient 
follow- up reviews and 
medication reconciliation 
in the community.
Autonomous working 
to enable person- 
centred care.
Increased numbers 
of nursing staff 
in hospitals, 
particularly in 
stroke wards.
Designated contact 
person throughout 
the ‘stroke journey’.
Improved 
communication 
between services 
and specialities, e.g. 
ability to call a named 
person or meet face- 
to- face.
shared decision- making between patient and health profes-
sional. Person- centred care prioritises the needs and wants 
of the patient taking careful consideration of their physical, 
psychological and social circumstances at the point in time 
when care is being delivered. Many participants described 
working in an inflexible system where communication 
and coordination between specialities is substandard and 
key resources such as ward nursing staff and community 
psychologists are lacking. Educating patients about their 
treatments was felt to be very important, yet the inter-
viewees often reported difficulties in obtaining the time 
and materials to adequately do this. Patient complexity 
was acknowledged as becoming increasingly common and 
having a major impact on the way healthcare is provided, 
for example, it may be harder to minimise treatment 
burden and maximise patient capacity in a frail patient with 
multiple long- term conditions. Deficiencies in the avail-
ability of social care were reported as an important factor 
affecting patient capacity, particularly if the patient lacked 
an informal social network who could help them manage 
their health. All participants acknowledged the importance 
of providing healthcare that minimises treatment burden 
and maximises patient capacity, yet they often felt they 
were prevented from being able to do so by the health and 
social care system that they worked in. Findings suggest that 
changes at the macro level are needed to foster an envi-
ronment that supports the provision of person- centred, 
low- burden care for stroke survivors. Commonly suggested 
improvements made by participants to overcome the 
barriers reported are presented in table 4. One example was 
the implementation of a named discharge coordinator who 
could facilitate a smooth transition into the community, 
improve communication between health and social services 
and act as a contact for patients. Another example was 
initiation of routine follow- up reviews for more complex, 
multimorbid patients after discharge into the community, 
in order to deal with issues such as medicine reconciliation.
Strengths and limitations
Qualitative research does not aim to be representative; 
therefore, the small sample size and purposive sampling 
technique should not be viewed as a limitation. However, 
findings should be considered as explorative and not 
definitive, and as all participants were employed in one 
geographical area, it would be beneficial to additionally 
study a group of health professionals from another locality. 
One key strength was that data saturation was reached, 
another was the inclusion of health professionals across 
the stroke survivor journey, from acute through to primary 
care. Double coding of a subset of interviews enhanced 
coding reliability.
how does this compare to previous research?
Treatment burden is a relatively new concept in the 
medical literature that has been infrequently examined 
in stroke. While this is the first study to examine profes-
sional perspectives on barriers and facilitators to reducing 
treatment burden and maximising capacity in those with 
stroke, there has been some published literature on this in 
relation to patient perspectives. We previously conducted 
a large systematic review of the qualitative literature10 
and conducted our own qualitative study8 to examine the 
patient experience of treatment burden in stroke and the 
factors that influence patient capacity. The aspects of care 
that stroke survivors described as being influential on treat-
ment burden and patient capacity were very similar to those 
reported here by health professionals: substandard infor-
mation provision; poorly coordinated care, particularly 
during discharge from hospital into the community; a lack 
of continuity of care; long waiting times for investigations 
and poor access to psychological services in the commu-
nity. Both health professionals and stroke survivors empha-
sised the importance of person- centred care. Another 
recent systematic review examined stroke survivors’ and 
their caregivers’ experiences of community healthcare.15 
Although focused on care in the community and not aimed 
at examining treatment burden, findings again resonated 
with professional perspectives reported here in that stroke 
survivors reported continuity of care, access to psycholog-
ical services, information provision, access to social care, 
communication between services and fluidity of care as 
influential on their experience of healthcare. A recent meta- 
review examined systematic reviews of qualitative studies 
that had examined the experience of self- management for 
stroke survivors.11 Again, patients identified similar issues 
to those we have found with health professionals in this 
study, particularly relating to the varying needs across the 
patient journey and a requirement for better information 
provision, social care, patient–professional communication 
and psychological support in the community. The similar-
ities in findings between these previous studies of stroke 
survivors and our current study of health professionals 
strengthen the argument for system- level change in the way 
we provide healthcare that allows health professionals to 
deliver person- centred care.
What further research is needed?
Findings from this study of health professionals and our 
previous examination of the patient experience of treat-
ment burden highlight the need to develop interventions 
aimed at minimising treatment burden and maximising 
capacity in those with stroke. The current study should 
inform the development of such complex interven-
tions. Examples of potential interventions include: 
introduction of electronic systems to enable better 
communication between specialities; a named person 
throughout the patient journey (both in the hospital 
and the community); a routine review in primary care 
soon after discharge from hospital; and online access to 
a stroke community for peer support. To ascertain if such 
interventions are successful, it is important to be able 
to measure treatment burden in those with stroke, and 
therefore development of a patient- reported measure 
(PRM) of treatment burden for this patient population 
is required. PRMs of treatment burden have recently 
been developed for use in other patient groups16–18 and 
augmentation of these with validation in a stroke popula-
tion may be suitable.
COnCluSIOn
This study gives insight into the perspectives of healthcare 
managers and professionals regarding the barriers and 
facilitators to providing healthcare that minimises treat-
ment burden and maximise patient capacity to manage 
health. Findings resonate greatly with our previous 
studies of the perspectives of stroke survivors.8 10 A key 
finding was that the provision of person- centred care is 
fundamental. The findings should be used to inform the 
development of future complex interventions aimed at 
minimising treatment burden for stroke survivors and 
maximising their capacity to manage health problems.
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